
	Table: Methodological characteristics and main findings of the included studies

	Authors
	Aim of Study
	Sample size
	Age Group
	Type of study/Design/Statistics
	Main Findings

	Knowles et al, 2014


	To assess patient-reported HRQoL
 for children with serious CHD. 
	n=477 children & adolescents with CHD and their parents
n=464 control group
	10-14 years old
	Retrospective cohort study, Pediatric Cardiac Quality of Life Inventory (PCQLI), multivariate regression analysis, descriptive statistics
	Cardiac interventions, school absence, regular medications and non-cardiac comorbidities were independently associated with reduced QoL. Participation in sport positively influenced QoL and was associated with higher psychosocial functioning scores. Children 10-14 years old reported lower QoL than healthy classmates.

	Mellion et al, 2014


	To compare HRQoL among children & adolescents with CHD and healthy group so as to investigate if CHD’s severity affects HRQoL.
	n=1138 children & adolescents with CHD and their parents

n=771 control group
	8-18 years old


	Prospective study,  Pediatric

Quality of Life Inventory 4.0 Generic Core Scales (PedsQL), multivariate regression analysis, descriptive statistics
	Children and adolescents with CHD and greater cardiac-disease severity reported lower HRQoL scores in physical and psychosocial domain, compared to other pediatric patients with CHD and healthy group.



	Bertoletti et al, 2014


	To evaluate the HRQoL of adolescents with CHD and to describe HRQoL according to the diagnosis and severity of CHD.


	n=203 adolescents with CHD


	10-18 years old


	Prospective study, Brazilian version of the questionnaire-KIDSCREEN-27, multivariate regression analysis, descriptive statistics


	Type of congenital heart disease and initial diagnosis did not seem to affect the perception of health-related quality of life. Surgical interventions and the use of medication can improve previous clinical status. The presence of clinical symptoms was the variable that caused the largest impact on the perception of health-related quality of life. 

	Werner et al, 2014

	To determine HRQoL in 1-year-old infants who undergone cardiac surgery for CHD, to follow-up with these children at age 4 years, and to examine predictors of HRQoL.
	n=144 parents of children with CHD
	Measurement at two phases;

 a) 1 year old & b) 4 years old
	Prospective study, German version of the 43-item Netherlands Organization for  Applied Scientific Research Academic Medical Centre Preschool Children Quality of Life (TAPQOL) questionnaire, multivariate regression analysis, descriptive statistics
	HRQoL of infants and preschool-age children with CHD is impaired in physical and cognitive dimensions. Lower HRQoL at age 4 years was predicted by the presence of an underlying genetic defect, tube feeding at 1 year, and lower HRQoL at 1 year.

	Dulfer et al, 2014


	To evaluate the moderating influence of parental variables on changes in HRQoL in adolescents with ToF
 or a Fontan circulation after participation in standardized exercise training.
	n=56 children & adolescents with CHD and their parents


	10-15 years old
	Descriptive study,  TNO/AZL Child Quality of Life Questionnaire Child Form, multivariate regression analysis, descriptive statistics


	The effect of a standardized exercise program on HRQoL changes in adolescents with ToF or a Fontan circulation is moderated by parental mental health, more specifically by parental anxiety/insomnia and severe depression.

	Cassedy et al, 2013

	To examine potential relationship between HRQoL and SES
 in children and adolescents with heart disease.
	n=1383 children & adolescents with heart disease and their parents
	8-18 years old


	Descriptive study, Pediatric Cardiac Quality of Life Inventory (PCQLI), multivariate regression analysis, descriptive statistics
	Family income, as an SES measure, demonstrated the greatest fidelity with respect to HRQoL, across respondent groups and explained more of the variation compared to the Hollingshead Index or highest parental educational attainment.

	Apers et al, 2013


	To investigate whether SOC
 and perceived physical health explain potential differences in QoL between adolescents with CHD and control group.
	n=429 adolescents with CHD

n=429 control group
	14-18 years old
	Descriptive study, 13-item Orientation to Life Questionnaire, PedsQL 4.0 generic core scales, descriptive statistics
	Adolescents with CHD were found to have better QoL scores than control group.  A stronger SOC and better perceived physical health seemed to be correlated with better QoL scores among patients.

	Eagleson et al, 2013


	To examine the effect that the severity of CHD has on QoL in children as well as at their family.
	n=31children/adole-scents/parents with HLV
, 

n=29 with ToF
	2-18 years old
	Descriptive study, PedsQL 3.0 cardiac module, PedsQL 4.0 generic core scales, descriptive statistics
	Children with HLV were found to have diminished HRQoL, psychosocial and physical QoL compared to ToF children, both in self and parent reporting. No differences between the two study groups were observed regarding the cardiac module. In addition, for children with HLV parent reporting indicated that there were statistically significant differences regarding both scores referring to the symptoms scales and the treatment anxiety. In overall, no significant differences were observed between the different age groups while HLV seems to have a greater impact on the family's functioning.

	Schaefer et al, 2013 

	To investigate the potential relationships between neurodevelopment, psychological adjustment and QoL in adolescents after surgery for CHD in early childhood.
	n=59 adolescents after cardiac surgery,

n=40 control group
	11-17 years old


	Prospective study, Wechsler Intelligence Scale for Children (4th),

Beery Test of Visual-Motor

Integration, Rey–Osterrieth Complex Figure Test, Zurich Neuromotor Assessment,

Strengths and Difficulties Questionnaire, and the KIDSCREEN Questionnaire, multivariate regression analysis, descriptive statistics
	Adolescents, after cardiac surgery in early childhood, were found to have reduced cognitive and motor functioning. 

Self-reported HRQoL and psychological adjustment seemed to be typical.

	Limbers et al, 2013


	To investigate demographic and disease-specific factors that are hailed to affect cognitive problems in children and adolescents with CHD.
	n=246 children/adolescents/parents
	8-18 years old
	Prospective study, PedsQL 3.0 cardiac module, PedsQL 4.0 generic core scales, multivariate regression analysis
	Lower SES and severe CHD contribute to the identification of children needing formal evaluation and interventions to address cognitive problems.

	Guerra et al, 2013

	To examine the QoL in 4 years old children that had undergone surgery during infancy.
	n=130 infants/parents
	4 years old
	Prospective cohort study, PedsQL 4.0 generic core scales, multivariate regression analysis
	Lower QoL was documented in children that had undergone surgery in early infancy, while socio-economicus status of parents seems to have an adverse effect on children QoL.

	Luyckx et al, 2012

	To assess individual and contextual determinants of QoL in adolescents with CHD
	n=429 adolescents (1st period), n=398 adolescents (2nd period) and their parents
	14-18 years old
	Prospective study, Inventory of Parent and Peer Attachment, Child Report of Parent Behavior Inventory, Antonovsky's Orientation to Life Questionnaire, ANOVA
 analysis
	QoL is predicted by perceived health status, SOC and parental support. Simultaneously parental support adequately affects both SOC and QoL overtime.

	Luyckx et al, 2012 

	To investigate the predictive ability of parental support, internalizing symptoms, perceived health status between QoL in adolescents with CHD.
	n=429 adolescents (1st period), n=398 (2nd period), n=365 (3rd period) and their parents
	14-18 years old
	Prospective study, Depression Scale for Epidemiologic studies, UCLA Loneliness Scale, Child Report of Parent Behavior Inventory, ANOVA analysis
	Depressive symptoms and loneliness negatively affect QoL. 

Paternal support positively affects both internalizing symptoms and QoL. Depressive symptoms negatively affect maternal and paternal support.

	Uzark et al, 2012
	To examine the clinical utilization of HRQoL Assessment in a pediatric cardiology outpatient practice.
	n=176 children/adolescents/ parents
	8-18 years old
	Descriptive study, PedsQL 4.0 Generic Core Scales, descriptive statistics
	Significant impairments in QoL directly affect clinical decision making and psychosocial outcomes in children with CHD.

	Costello et al, 2012

	To evaluate QoL of pediatric cardiac ECMO 
patients.
	n=41 children/adolescents/ parents after cardiac ECMO, n=391 healthy population, n=110 diagnosed with Kawasaki's disease, n=155 after TGA
 switch, n=537 after Fontan palliation, n=20 with ICD

	5-18 years old
	Descriptive study, Child Health Questionnaire Parent Form-50 (CHQ-PF50), Child Health Questionnaire Child Form-87 (CHQ-CF87) 10-18 years old, descriptive statistics
	ECMO pediatric patients were found to have lower QoL compared to the general population but similar to that of patients with complex cardiac diseases. Psychosocial QoL is similar across all groups.

	Kwon et al, 2011

	To investigate the difference between self-reported and parent-reported QoL in pediatric patients after ToF repair and to determine potential relationships with residual disease.
	n=20 children/adolescents/ parents after TOF repair
	8-18 years old
	Descriptive study, PedsQL 3.0 cardiac module, PedsQL 4.0 generic core scales, NYHA (New York Heart Association) status, descriptive statistics
	Self-reported QoL is similar across healthy peers while parent reported lower QoL. There is a positive correlation between child exercise capacity and QoL. QoL in children & adolescents with repaired ToF is not analogous to the severity of their residual disease.

	Neuner et al, 2011


	To investigate the potential relationships between SOC and QoL in adolescents with CHD.
	n= 770 adolescents with CHD in two time-periods (a repeated measure of the same patients)
	14-17 years old
	Prospective study, KINDL-R
 questionnaire, SOC-L9
 questionnaire, KIGGS
 questionnaire, descriptive statistics, multivariate regression analysis
	SOC was found to be an independent predictor of QoL in adolescents with CHD. 



	Tahirovic et al, 2011

	To examine the differences in QoL of children after cardiac surgery for CHD with healthy peers.
	n=114 children/adolescents/ parents after cardiac surgery, n=127 healthy population
	2-18 years old
	Descriptive study, PedsQL 4.0 Generic Core Scales, descriptive statistics
	Lower QoL of children aged 5-7 years old in school functioning, was evident. Children aged 2-4, 5-7, 8-12 years old were found to have lower QoL concerning their physical and psychosocial health, emotional, social and school functioning. In general children after cardiac surgery for CHD have lower QoL than healthy children.

	Sears et al, 2011

	To assess QoL of pediatric patients with ICD and evaluate differences in QoL between healthy and chronically ill populations.
	n=60 children/ adolescents parents with ICD (acquired and CHD) , n=574 chronically ill children/ adolescents/ parents
	8-18 years old
	Descriptive study, PedsQL 3.0 cardiac module, PedsQL 4.0 Generic Core Scales, ICD and Avoidance Survey, descriptive statistics
	Pediatric ICD patients were found to have lower physical QoL compared to chronically ill population. Female pediatric patients reported lower QoL and more avoidance behaviors than male patients. Children had greater QoL scores than their parent's perceptions. ICD discharges and medical severity seem not to have a negative effect on children's QoL.

	Tahirovic et al, 2010 

	To examine if the severity of CHD affects disease-specific HRQoL in children after cardiac surgery, in Bosnia and Herzegovina.
	n=114 children/adolescents/ parents after cardiac surgery
	2-18 years old
	Descriptive study, PedsQL 3.0 cardiac module, descriptive statistics
	Children with complex CHD were found to have lower HRQoL, compared to children with less severe cardiac problem.

	Berkes et al, 2010 

	To assess HRQoL of Hungarian children attending a pediatric cardiology outpatient unit.
	n=254 children/adolescents/ parents with CHD, n=524 normative population
	2-18 years old
	Descriptive study, PedsQL 3.0 cardiac module, PedsQL 4.0 Generic Core Scales, descriptive statistics
	Children with mild and complex CHD were found to have lower physical and psychosocial QoL scores than normative population. Lower HRQoL of patients aged 5-7 years old, was evident.

	Da Fonseca et al, 2009 
	To identify the effect of oral health on the QoL of infants with CHD and to investigate whether parents are familiar with the effect of dental health on the cardiac health
	n=43 children/parents with CHD, n=43 control group
	12-71 months old
	Descriptive study, Early childhood oral Health impact scale, descriptive statistics
	Parents of children that suffered from cardiac disease were found to be (a) more guilt regarding their child's oral health; (b) more upset about their child's dental problems and (c) they perceived that their child's dental treatment irritated them more compared to the control group.

	Marino et al, 2009

	To determine the role of heart disease on the QoL of pediatric cardiac patients from the point of view of (a) patient; (b) parent; and ( c) health care provider.
	n=126 children/adolescents/ parents/health care providers
	8-18 years old
	Descriptive study, Pediatric Cardiac Quality of Life Inventory (PCQLI), descriptive statistics
	In general terms both parents and children agree on the effect of heart disease in the QoL while on the other hand, health care providers have a totally different opinion.

	Uzark et al, 2008 

	To investigate the differences in reported QoL between children that suffered with cardiovascular disease and their parents taking under account distinct age groups
	n=475 children/adolescents/ parents
	2-18 years old
	Descriptive study, PedsQL 3.0 cardiac module, PedsQL 4.0 Generic Core Scales, descriptive statistics
	Across all age groups QoL of children with cardiovascular disease was worse off regarding the control group. Nevertheless, parents did not have the same perception unless their child suffered from a severe cardiac disease. In addition, physical and psychosocial QoL is worse in children that have severe heart defect.

	Pilla et al, 2008

	The examination of HRQoL in children with ToF repair and its relationship with right ventricle function.
	n=35 children/parents after ToF repair, n=36 control group
	3-7 years old
	Descriptive study, Child Health Questionnaire parent form-50 (CHQ PF-50, Echocardiographic evaluation), descriptive statistics
	The right ventricular functioning is unrelated with HRQoL in pediatric patients after ToF repair. In general, postoperative ToF patients demonstrate worse HRQoL regarding the physical functioning, while their psychosocial functioning remains unaffected.

	Landolt et al, 2008 

	To investigate HRQoL in postoperative children & adolescents with CHD taking under consideration all medical, individual and family related predictors.
	n=110 children/adolescents/ parents
	7-16 years old
	Prospective study, TNO-AZL
 Child Quality of Life Questionnaire (TACQOL), Family Relationship Index, descriptive statistics, correlation coefficients, multivariate  regression analysis
	In general HRQoL was found to be impaired in self-reported children with CHD while their parents reported significant lower cognitive functioning of their children. The multivariate regression analysis that time duration of bypass, hospitalization and medication need combined with adverse family relationships have a negative effect on parent but not in child's HRQoL.

	Cohen et al, 2007 

	To identify the differences in HRQoL, depressed mood and self-esteem in adolescents suffering from heart disease compared to age-matched control group.
	n=90 adolescents with heart disease, n=87 control group
	12-18 years old
	Descriptive study,  TNO-AZL Child Quality of Life Questionnaire (TACQOL), Rosenberg self-esteem scale, Center for Epidemiologic Studies Depression Scale, descriptive statistics
	Diminished HRQoL is present in adolescents facing severe heart disease. Psychosocial factors statistical significantly affect psychological functioning of adolescents.

	Brosig et al, 2007   

	To examine the psychosocial effects of postoperative preschool-aged children with HLHS
 and TGA.
	n=13 children/parents after surgery for HLHS, n=13 children/parents after surgery for TGA
	3-6 years old
	Descriptive study, Pediatric Quality of Life Inventory (PedsQL 4.0), Impact on the Family Scale (IOFS), Parenting Stress Index (PSI), Parent Behavior Checklist (PBC), Child Behavior Checklist (CBCL), descriptive statistics
	No significant differences in QoL were found across groups. Parents of children with HLHS faced augmented parenting stress compared with those parents that their children faced surgery for TGA. In addition children with HLHS faced more psychosocial problems compared to children that had surgery for TGA.

	Hovels-Gurich et al, 2007 


	To assess behavior and QoL in postoperative children for TOF and VSD
.
	n=20 children/parents after TOF repair, n=20 children/parents after VSD closure
	5-12 years old
	Descriptive study, Child Behavior Checklist (CBCL), KINDLR, descriptive statistics
	Generally, across groups no significant differences were observed regarding the psychosocial functioning of children both by self and parent-reported QoL. No significant difference is present regarding behavioral problems and QoL between children with cyanotic and acyanotic CHD 

	Spijkerboer et al, 2006 
	To examine differences in HRQoL in children and adolescents, across cardiac diagnostic-groups, who had an invasive treatment
	n=113 children/adolescents/ parents after CHD treatment
	8-15 years old
	Prospective study, TNO-AZL Child Quality of Life Questionnaire (TACQOL), MANOVA
 and ANOVA analysis, descriptive statistics
	Diminished motor, cognitive and emotional functioning are observed in all groups compared to control population. In general, no significant differences were observed between all diagnostic groups concerning their QoL despite the fact that all groups were statistical significantly worse off than the reference groups. Gendre had no effect on the HRQoL.

	Culbert et al, 2003

	To investigate potential differences in QoL of children that suffered from TGA and had either arterial or atrial switch operation.
	n=202 children/adolescents with simple TGA, n=84 TGA/VSD and n=20 TGA/VSD/PS

	11-15 years old
	Prospective study, Child Health Questionnaire version CF-87, child report, descriptive statistics, multivariate regression analysis
	QoL of children and adolescents after TGA repair is far better compared to published normative data whereas children with arterial switch operation experience better QoL than those with atrial repair.

	Krol et al, 2003


	To identify potential differences in HRQoL between children with CHD and healthy peers, to investigate the degree of (dis-) agreement between child and parent report and whether the severity of CHD affects QoL.
	n= 100 children/adolescents/ parents with CHD,

n=200 control group
	8-18 years old
	Prospective study, TNO-AZL Child Quality of Life Questionnaire (TACQOL), descriptive statistics, correlation coefficients, MANOVA and ANOVA analysis, multivariate  regression analysis
	Diminished motor, cognitive and emotional functioning are observed in all groups compared to control population. Agreement between child and parent reports seemed to be moderate. Severity of CHD was found not to be related with HRQoL.


� Health-Related Quality of Life


� Tetralogy of Fallot


� Socio-economic status


� Sense of Coherence


� Hypoplastic Left Ventricle


� Analysis of variance


�Extracorporeal Membrane Oxygenation


� Transposition of Great Arteries


� Implantable Cardioverter Defibrillator


� German: revidierter KINDer Lebensqualitӓtsfragebogen


� Short form of the original 29-item SOC questionnaire by Antonovsky


� German National Health Interview and Examination Survey for children and adolescents


�  Netherlands Organisation for Applied Scientific Research Academic Medical Centre 


� Hypoplastic Left Heart Syndrome


� Ventricular Septal Defect


� Multivariate analysis of  variance


� Pulmonary Stenosis
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